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Comparing the perceptions of academics and members of the public about 
patient and public involvement in ageing research 
Abstract  
Background 
Public and patient involvement (PPI) in clinical research is increasingly advocated by 
funding and regulatory bodies. However little is known about the views of either 
academics or members of the public about perceptions of the practical realities of PPI, 
particularly in relation to ageing research. 
Objective 
To survey current levels of PPI in biomedical and clinical research relating to ageing at 
one institution. To compare and contrast the views of academics and the public about 
PPI relating to research about ageing.  
Design 
Electronic survey of senior academics, postgraduate students and members of a local 
user group for older people. 
Setting and participants 
33 academics (18 principal investigators and 15 PhD students) at a biomedical research 
institution. 54 members of a local user group for older people 
Results 
30% (10/33) of projects described some PPI activity. Older adults were more positive 
about active involvement in research about ageing than academics. The perceived 
benefits of and barriers to involvement in research were similar amongst all groups, 
although older members of the public were more likely than academics to acknowledge 
potential barriers to involvement.  
Conclusion 
Academics and older people share some perceptions about PPI in ageing research, but 
members of the public are more optimistic about active involvement. Further 
correspondence between these groups may help to identify feasible involvement 
activities for older people and encourage collaborative research about ageing. 
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Key points: 
 Public and patient involvement (PPI) in clinical research is increasingly 
advocated by research funders  
 Little is known about the views of either academics or members of the public 
with regard to the practical realities of PPI in relation to ageing research. 
 One third of the research projects relating to ageing at a single institution 
described some level of PPI activity.    
 This survey demonstrated that older people were more positive about active 
involvement in research about ageing than academics 
 Collaborative education for academics and older people may help to identify 
feasible involvement activities for older people. 
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Background 
The importance of patient and public involvement (PPI) in health and social care 
research is widely recognised throughout the developed world.[1-4] In the UK, the 
National Institute for Health Research (NIHR) actively encourages researchers and 
members of the public to come together to plan and deliver research through its 
advisory group INVOLVE.[5] Funders increasingly require biomedical and clinical 
researchers to demonstrate how members of the public have been involved in project 
development, and how they will continue to be involved if funding is awarded.[6] 
Proponents of PPI suggest that the perspectives provided by individuals who use health 
services provide higher quality research of greater clinical relevance.[7-10] 
 
However, despite concerted efforts to increase PPI in health and social care research in 
the UK, it would appear that PPI is making relatively small inroads.[11] There are a 
number of acknowledged barriers to PPI, from the perspectives of both academics and 
members of the public. Whilst previous studies have explored academics' attitudes 
towards PPI,[12] there is less knowledge about the views of members of the public, [11] 
making it difficult to determine whether there is a divergence of opinion preventing 
sustainable co-operation between these two groups. 
 
Older people are a major user-group of health services. If research is to produce findings 
that are more likely to improve the standard of services they use, and their quality of 
life, it would seem appropriate to actively explore the perspectives and values of older 
people in relation to healthcare research.[13-14] It is acknowledged that older people 
are currently under-represented as clinical trial participants - [15] it may be that they 
are similarly excluded from PPI activity.  
 
Objectives and setting 
This project aimed to investigate and compare the views of both academics and older 
adult members of the public with regard to involvement in current biomedical and 
clinical research at an institute focussing on the topic of ageing. The setting was the UK 
NIHR Biomedical Research Centre (BRC) in Ageing and Chronic Disease.[16]  
 
Methods 
Survey of academics 
An online questionnaire, based on the format of a pre-existing Medical Research Council 
questionnaire,[17] was sent to 2 groups of academics at the BRC (appendix 1 submitted 
as supplementary text). The first group comprised principal investigators (PIs) of 
projects funded by the BRC. The second were postgraduate (PG) students in their first or 
second year of PhD/MD.  
 
Survey of members of the public 
Members of an established local user group, VOICE North, comprised of older adults 
who have previously expressed an interest in assisting with university projects,[18] 
were sent an initial email inviting them to participate in an anonymous survey. The 
questionnaire for members of the public contained items matched to the topics covered 
in the academics' version (appendices 1 and 2 submitted as supplementary text). 
Participants were also sent an example lay summary of a current BRC project to 
contextualise the questions about involvement. 
 
Data analysis and feedback 
Response data from academics and members of the public were collated and 
categorised. An anonymised summary of results was emailed to PIs, and circulated to all 
members of the VOICE North user group in their regular newsletter, and feedback 
invited.  
 
Results 
Demographics and response rates 
18/24 (75%) Principal Investigators at the BRC and 15/17 (88%) of postgraduate 
students completed the questionnaire. Project topics ranged from lab-based disciplines 
such as molecular biology, to clinical imaging in neurodegenerative disease.[17] 54 
members of VOICE North completed the questionnaire. Exact response rates cannot be 
calculated as the contact list of the user group is dynamic, members opt in and out of the 
group, and not all of the email contacts are up to date. The maximum number of 
participants who could have received the initial email was 300.  
 
Questionnaire items specific to academics 
10/33 (30%) academics (PIs and PG students) described some level of public and 
patient involvement in their project. The most commonly cited motivation for PPI was to 
ensure relevance of the project to the target population (n=7). Activities included 
modifying study design (n=5), helping to write patient information sheets (n=4) and 
identifying clinically meaningful outcome measures (n=4). 
 
Of the 23 academics that had not included PPI activity, the most commonly cited reason 
was a belief that early stages of biomedical research did not warrant public and 
involvement (n=7). Other reasons included a lack of understanding of pathways to 
facilitate public involvement (n=3), and a belief that the rigidity or complexity of 
research protocols precluded public involvement (n=3). Example verbatim responses 
are shown in figure 1. No academics expressed specific concerns about involving older 
people in comparison to younger people.  
Theme Example statement 
Research at early stages 
(n=7) 
"Patient involvement now would be premature whist the 
research in the project is developing" 
 
Lack of knowledge of 
pathways (n=3) 
"I am not familiar with a platform or procedure to involve 
patients" 
 
Complexity/rigidity 
(n=3) 
"If possible PPI will be included although the study is very 
specific and the actual scientific protocol can only be done in 
one way, leaving little room for public involvement in the 
design" 
Figure 1. Reasons given for not including PPI activity in biomedical research projects 
 
Comparative questionnaire items 
In relation to perceived feasibility of future PPI activity in relation to BRC projects, older 
adults were more likely than academics to believe that members of the public could play 
an active role in biomedical research. (Figure 2). 3 PIs felt that older members of the 
public had no feasible future role in their own particular project.  
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Figure 2. Comparative perceptions of academics and older adults as to the feasibility of 
PPI in biomedical research 
 
Benefits of and barriers to PPI 
Academics and older adults expressed similar perceptions as to the potential benefits of 
PPI (Figure 3 submitted as supplementary data). However, older adults were more 
likely than academics to believe that PPI could improve the knowledge and skills of the 
research team. Older adults were more likely to perceive there to be barriers to PPI than 
academics, particularly in terms of translating scientific to lay language (Figure 4 
submitted as supplementary data).  
 
Discussion  
This survey is unique in seeking the views of older members of the public about PPI in 
biomedical projects relating to ageing, and directly comparing public perceptions with 
those of academics. Encouragingly, academics and older adults shared views about the 
potential benefits of PPI, and agreed that ensuring relevance was the most likely benefit. 
The survey found that members of the VOICE North group believed that they could 
contribute to an ongoing range of activities related to BRC projects, further 
corroborating a potential role for older people in biomedical and clinical research.[13-
14] Interestingly, although both groups recognised a range of barriers to PPI in 
biomedical research, older adults were more likely to acknowledge barriers than 
academics, particularly in relation to the difficulty of translating scientific to lay 
language.  
 
Our finding that only 30% (10/33) of BRC projects described some level of PPI is in 
keeping with previous surveys of Medical Research Council trial units (31%),[16] the 
National Research Ethics Service (37%),[19] and projects on the National Research 
Register (17%). [11] It appears that in biomedical research environments, PPI activity 
remains the exception rather than the norm.  Comments made by academics completing 
our survey reiterate concerns reported elsewhere that there may be an enduring 
resistance to PPI for a number of reasons, including a belief that PPI is not relevant or is 
simply too difficult to organise.[12,19] Academic disquiet about PPI was further 
manifest in our survey by the finding that PIs were more negative than members of the 
public as to ongoing public activity in their projects.  
 
In response to our survey, we subsequently organised a joint educational meeting for PG 
students and older adults to discuss findings and implications. The meeting generated 
lively discussion and positive feedback from students and volunteers, suggesting that 
there is willingness for correspondence and co-operation. Students expressed a view 
that the interaction with older adults helped them to keep their own research aims in 
perspective. Currently, guidelines for conducting education and training sessions about 
PPI are available,[21] but there is an absence of robust evidence as to the long-term 
impact on academic staff and their subsequent commitment to PPI.  
 
This survey has a number of limitations. Firstly, it was undertaken in a single research 
centre that is likely to have its own idiosyncrasies, curbing generalisability of the results. 
However, shared findings with other surveys as cited above suggest challenges common 
to many academic centres. The relatively small sample size of academics was countered 
to some extent by a high response rate, giving a comprehensive snapshot of this 
particular environment.. Sample sizes precluded tests of significance between groups, 
and multiple comparisons were made, raising the possibility of identifying apparent 
differences by chance. Our findings are exploratory - larger sample sizes would be 
required to demonstrate statistically significant differences of opinion between 
academics and older people. Further, as per many patient and public groups, VOICE 
North is not necessarily representative of the population at large, with under-
represented groups such as ethnic minorities and people with cognitive impairment.  
 
Conclusion 
This exploratory study has highlighted examples of both convergent and divergent 
perceptions of academics and older people about PPI in research, and what their 
ongoing contribution to the overall research endeavour of research institutions such as 
Newcastle NIHR BRC might be. As PPI permeates through research culture it is vital that 
it is perceived as meaningful and effective, from the point of view of all parties.  
Collaborative education for academics and members of the public may be one strategy 
to ensure that the impact of PPI is fully realised.  
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Supplementary data (appendices) 
Appendix 1 - questionnaire for BRC academics 
Public and patient involvement (PPI) in clinical research is increasingly advocated by funding and 
regulatory bodies. However, little is known about the views of researchers and members of the 
public about the practical realities of PPI. This brief research survey aims to explore experience and 
perceptions of academics about PPI at Newcastle Biomedical Research Centre. 
 
Public and patient involvement in this context is defined as active involvement in the research 
process (and not as subjects of that research) of any of the following groups:  
• patients 
• carers  
• family members 
• health service users  
• patient representatives  
• members of groups of organisations that represent those affected by the condition being 
researched 
 
We use the term "members of the public" to describe all of the groups listed above 
 
Although this research survey cannot be anonymous (given the distinct nature of each BRC project), 
any published results will be anonymised  
 
Q1 – Please supply the title of your study. (Free text) 
 
PPI to date 
Q2 – To date, has there been any PPI in your study: Yes (please go to question 3); No (please go to 
question 7);  Don’t know (please go to question 8); Comments (free text) 
 
Q3 - How did you go about recruiting members of the public and getting them involved in your 
study? (Please select all that apply then go to question 4):    
 The members of the public were already known to me 
 The members of the public were already known to one of the study team 
 We asked healthcare professionals to recommend patients who may be interested 
 We contacted a patient organisation/a service involvement organisation to help identify 
members who may be interested 
 We advertised the study with groups that might be able to help reach patients 
 Other (please specify)                                                                                                 
 
Q4 – What was your motivation for involving members of the public in the study? 
(Please select all that apply then go to question 5) 
 Requirement of research funders 
 Requirement of the hosting institution 
 To ensure that the research was relevant to the study population 
 To improve the design of the project 
 Ethical imperative 
 Other (please specify) 
 
Q5 – To date, approximately how many members of the public have been involved in your study? 
(Free text) 
 
Q6 – To date, what specific activities have members of the public undertaken? (Please select all 
that apply then go to question 8) 
 Identifying topics for research 
 Modifying research aims/questions 
 Modifying study design 
 Identifying/prioritising research outcome measures 
 Contributing to funding applications 
 Contributing to protocol development 
 Writing/reviewing patient information sheets 
 Membership of a management/steering/advisory group 
 Promoting the trial to encourage recruitment 
 Reviewing/interpreting results 
 Disseminating the results 
 Other (please specify) 
 
No PPI to date 
Q7 - If you have not involved members of the public to date, why did you feel it was not 
appropriate? (Free text) 
 
Ongoing PPI 
Q8 - With regard to your ongoing study, which of the following activities could members of the 
public feasibly get involved in? (Please select all that apply) 
 Identifying topics for research 
 Modifying research aims/questions 
 Modifying study design 
 Identifying/prioritising research outcome measures 
 Contributing to funding applications 
 Contributing to protocol development 
 Writing/reviewing patient information sheets 
 Membership of a management/steering/advisory group 
 Promoting the trial to encourage recruitment 
 Reviewing/interpreting results 
 Disseminating the results 
 Other (please specify) 
 
Benefits of and barriers to PPI 
Q9 – What do you perceive to be the benefits of PPI? (Please select all that apply): 
 Ensuring that that research is relevant to the public 
 Obtaining new perspectives on a research topic 
 Improving research design 
 Improving recruitment of participants 
 Improving dissemination of results 
 Improving knowledge and skills of the research team 
 Other (please specify) 
 
Q10 – What do you perceive to be the barriers to PPI? (Please select all that apply) 
 Lack of public understanding of research methodology 
 Difficulty translating scientific to lay language 
 Lack of resources/funding 
 Lack of time 
 Lack of representativeness of those members of the public getting involved 
 Different expectations of participants and researchers 
 The effect of dominant members of the public on group meetings 
 Conflicting values/priorities of stakeholders 
 Other (please specify) 
 
We are very grateful for your help with this questionnaire. If you would like to leave any further 
comments, please use the box below. 
 
  
Appendix 2 - questionnaire for members of the public 
University and hospital staff now make efforts to involve patients and the public in the planning and 
running of research. This process is sometimes called Public and Patient Involvement (PPI).  
 
Public and patient involvement is defined as active involvement in the research process (and not as 
subjects of that research) of any of the following groups:  
• patients 
• carers  
• family members 
• health service users  
• patient representatives  
• members of groups of organisations that represent those affected by the condition being 
researched 
 
We use the term "members of the public" to describe all of the groups listed above 
It is still unclear what researchers and members of the public really think about PPI, and whether 
their opinions differ. This short questionnaire asks you about your views on PPI, and for your 
assessment of a "lay summary" (a short paragraph describing a research project in everyday 
language). 
 
Assessment of lay summary 
Please enter the title of the "lay summary" you were sent by email (short paragraph about a 
research project). (Free text) 
 
Q1 – Do you have any comments about the lay summary (in terms of how easy it is to read and 
understand)? (Free text) 
Q2 - Please give the paragraph a score (from 1-5) based on how easy it is to understand (1 = very 
difficult; 2 = quite difficult; 3 = ok; 4 = quite easy; 5 = very easy) 
 
Patient and public involvement in research 
We are interested in the ways in which patients and the public might want to, or be able to, be 
involved in this type of scientific research in the future. Please consider the research project you 
have just read about. Think about what ways of being involved might be appropriate for members 
of the public. (Please note, this does not mean that we are expecting you to become involved - this is 
to get a general idea of what might be possible in the future). 
 
Q3 - In what ways do you think members of the public could be involved in this project? 
(Please select all that apply) 
 Modifying research aims/questions 
 Modifying study design 
 Identifying/prioritising research outcome measures (what the researchers measure 
during the research) 
 Contributing to funding applications 
 Contributing to protocol (research plan) development 
 Writing/reviewing patient information sheets 
 Membership of a management/steering/advisory group 
 Promoting the trial to encourage recruitment 
 Reviewing/interpreting results 
 Disseminating (spreading) the results 
 Other (please specify) 
 
Benefits of PPI 
Q4 - What do you perceive to be the benefits of public and patient involvement (PPI) in research 
in general? (Please select all that apply) 
 Ensuring that research is relevant to the public 
 Obtaining new perspectives on a research topic 
 Improving research design 
 Improving recruitment of participants 
 Improving dissemination (spreading) of the results 
 Improving knowledge and skills of the research team 
 Other (please specify) 
 
Barriers to PPI 
Q5 - What do you perceive to be the barriers to patient and public involvement (PPI) in research 
in general? (Please select all that apply) 
 Lack of public understanding of research methodology (the ways studies are designed) 
 Difficulty translating scientific into lay (everyday) language 
 Lack of resources/funding 
 Lack of time 
 Lack of representativeness of the members of the public getting involved 
 Different expectations of participants and researchers 
 The effect of dominant members of the public on group meetings 
 Conflicting values/priorities of stakeholders (the different groups of people with an 
interest in the research) 
 Other (please specify) 
 
We are very grateful for your help with this questionnaire. If you would like to leave any further 
comments, please use the box below. 
  
Figure 3 - Comparison of academics' and older people's perceptions of the potential 
benefits of PPI 
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Figure 4 - Comparison of academics' and older people's perceptions of barriers to PPI 
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